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Carer Experiences of Services for adults with Intellectual Disabilities and Co-

morbid Mental Ill Health or Challenging Behaviour 

 

Objective: The aim of this study was to examine carer experiences with mental 

health services for individuals with dual disabilities in Australia.  Method: This 

qualitative study involved semi-structured interviews with nine parents with an 

adult offspring with an intellectual disability in 2016.  Parents who had received a 

mental health service for their offspring within the past two years in Australia 

with adequate spoken English were included.  Parents were asked four open 

ended questions relating to their experiences of mental health services for their 

offspring. Results: Findings revealed parents reported more negative experiences 

with mental health services perceived to hold limited expertise in dual 

disabilities. They also reported difficulties in accessing appropriate services and 

highlighted the importance of collaboration and adjustments to suit individual 

needs of their child.  Discussion: The findings are discussed in terms of the 

implications for service provision and training for practitioners working with 

families with intellectual disabilities.  Acknowledging the important role of carers 

as key informants and partners in treatment decision making is highlighted as 

necessary aligning services with best practice standards. 
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Intellectual disability is characterised by deficits in intellectual functioning accompanied 

by one or more areas of impairment in the conceptual, social or practical domains of adaptive 

functioning with an onset during the developmental period (American Psychiatric Association, 

2013).   Dual disability is a term often used to describe people who have an intellectual disability 

and a concurrent mental health condition (Mohr, Phillips, Curran & Rymill, 2002).  Dual 

disability is common with individuals with intellectual disabilities at least two to three times 

more likely to acquire a mental disorder compared with the general population (Bouras & Holt, 

2010).   Literature on carer coping highlights the significant burden associated with caring for an 

individual with an intellectual disability (e.g. Rowbotham, Carroll & Cuskelly, 2011).  However, 

not all families who experience difficulties with their child with an intellectual disability seek 

help, while those receiving mainstream health services often report negative experiences and 

difficulties accessing services (e.g. McGill, Papachristoforou, & Cooper, 2006; Nakamura, Higa-

McMillan, Okamura, & Shimabukuro, 2011).   

A UK study investigating carers’ experiences of inpatient mental health care reported a 

disempowering admission process and unaccommodating treatment (Donner, Mutter, & Scior, 

2010).  In Australia, a study which explored parents’ experiences with health services for persons 

with intellectual disabilities found a number of disappointing outcomes including poor 

relationships with staff, a perceived lack of staff expertise in relation to service users’ needs, 

inexperienced staff and frequent staff turnover (Llewellyn, Gething, Kendig, & Cant, 2004).  

Similarly, researchers in Canada found that parents of youth and adults with a mild intellectual 

disability reported barriers to accessing services and negative experiences with professionals 

(Nakamura, Higa-McMillan, Okamura, & Shimabukuro, 2011).  Negative experiences with 

services were also reported by adults with dual disabilities and their carers in a more recent 
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Canadian study (Nicholas et al., 2017).  In a UK study, (Ali et al., 2013) service users with mild 

to moderate intellectual disabilities and their carers participated in interviews regarding their 

experiences with health care services and they reported experiences of discrimination, negative 

staff attitudes and lack of support for carers.  Carers also described the need for reasonable 

adjustments to accommodate the needs of people with intellectual disability, and a system to 

highlight to staff the presence of intellectual disability (Ali et al., 2013).  Taken together, these 

findings highlight current perceived inadequacies of mainstream services reported by carers of 

individuals with intellectual disabilities. 

Psychological services play a pivotal role in the provision of mental health and behaviour 

intervention services for individuals with intellectual disabilities.  A UK study involving families 

whom had accessed services for their child’s challenging behaviour found that 44% reported 

psychological services unhelpful (McGill et al., 2006).  Research into the experience of carers of 

a variety of psychological services for individuals with intellectual disabilities is currently scare 

and necessary.  

Current international best practice guidelines highlight the importance of a multi-

disciplinary and collaborative approach when working with individuals with intellectual 

disabilities as well as making reasonable adjustments to mainstream practice when necessary 

(e.g. Department of Developmental Disability Neuropsychiatry, 2014; National Institute for 

Health and Clinical Excellence, 2016).  In Australia, mental health services for individuals with 

intellectual disabilities are largely government funded and provided by mainstream inpatient and 

outpatient hospitals and community centres.  In some states, specialist health and mental health 

clinics within public hospitals for children and adults with intellectual disabilities are also 

available.  Additionally, government subsidized services via private psychiatrists and 
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psychologists are available.  A recent Australian survey found psychologists reported modifying 

mainstream clinical practice to suit the needs of individuals with intellectual disabilities and 

mental health concerns, and collaboration with carers and professionals as commonplace (Man, 

Kangas, Sweller & Trollor, 2017) which are consistent with best practice recommendations. 

Whether this is reflected in the experience of carers is unknown. 

Given the international differences in service configurations of mental health services for 

people with intellectual disabilities, and the notable paucity of studies which have focused on 

examining carers experience within the Australian context, the focus of this study was on 

Australian carer experiences. 

Aim 

To examine family (parent/guardians) carers’ experiences with mainstream mental health care 

including psychological services received for adults offspring with a dual disability within the 

Australian context.   

Method 

Procedure 

A qualitative design was used to address the research question.  Parents of adults with an 

intellectual disability who received a mental health service within the past two years in Australia 

with adequate spoken English were targeted for this study.  Following institutional research 

ethics approval, participants were recruited via adverts in professional psychology networks, 

local papers, disability and mental health services, public hospitals, advocacy groups and carer 

groups across Australia.  Following recruitment via adverts, fifteen carers who participated in a 
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separate phase of a larger study (Man & Kangas, 2019) indicated interest in being interviewed.  

They were contacted and nine opted to participate in the study.  Following consent, face to face 

or telephone interviews were conducted and audio taped.  Each semi-structured interview took 

approximately 50-90 minutes and was conducted by the first author.  Carers were asked four 

open ended questions relating to 1) the nature of their contact with services, 2) their experiences 

with any psychological services, 3) the assessment process of the service, and 4) suggestions on 

ways to improve services for individuals with intellectual disabilities.  The interview used follow 

up prompt questions to gather further detail stemming from each open ended question.  A 

summary following each interview were immediately provided to participants to invite 

clarification around key themes discussed.  Transcripts were transcribed verbatim and sent to 

corresponding participants for confirmation before analysis.   Recruitment of parents across 

Australia ceased once saturation of themes were reached.   

Participant Characteristics 

Nine parents (seven females, two males) aged between 45 and 75 years (M =54.25, SD =10) 

were interviewed.  The adults with an intellectual disability (seven males and two females) were 

aged between 18 and 39 years (M =25.78, SD =6.14).  Six of these individuals reported to have a 

mental health condition, four, a diagnosis of autism, and two, a congenital syndrome.  Six carers 

reported accessing at least three services for their offspring to manage challenging behaviours or 

mental health concerns.  Eight carers also reported accessing a combination of disability and 

mental health services. Psychiatrists (78%, n =7) and generalist psychologists (67%, n = 6) were 

the most sought after professionals for their offspring, while assessment (89%, n = 8) and 

intervention services (78%, n =7) were the most commonly received services.  Services were 
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accessed in New South Wales (n = 6), Australian Capital Territory, Queensland and Western 

Australia. 

Data Analysis 

Thematic analysis (Braun & Clarke, 2006) was used to analyse transcripts from each interview to 

identify themes.  N Vivo software (version 11) was used to manage the coding process during all 

phases of the thematic analysis.  Phase one involved generating initial codes upon familiarisation 

of the data (i.e., several readings of each of the interview transcripts).  Phase two involved 

sorting the initial codes and condensing them into preliminary themes based on similarity in 

meaning or category.  Phase three comprised reviewing themes for further refinement.  Refined 

themes were checked against all their collated extracts from their corresponding transcripts and 

in relation to the entire data set.  This ensured themes generated could withstand both internal 

and external homogeneity.  The fourth phase involved final refinement of themes and 

considering sub-themes in relation to one another as well as to ensure saturation of themes. 

Stages 1 and 2 of thematic analysis were completed by the first author while both authors 

completed stages 3 and 4. Where discrepancies in coding of themes and naming of themes 

emerged between raters, discussions ensued until agreement was reached.  Themes were 

finalised when no interview content relevant to the research questions was excluded by the 

existing coding frame. 

Results 

During discussion on experiences with mental health services, carers referred to their 

experiences with a variety of health and disability services.  Overall, six themes and five sub-

themes emerged.   
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Theme 1: Service Access and Impact on Carer Coping 

The first theme relates to service access difficulties experienced by carers in which three sub-

themes emerged. 

Navigating maze of services 

Carers reported barriers in accessing and locating appropriate services for their offspring with 

dual disabilities.  Carers described an arduous process with little information available to guide 

them to appropriate mental health services.  “I don’t think there’s a rock that I haven’t unturned, 

which is frustrating.  We were trying everything and anything” (Carer 1).  Carers also described 

their adult offspring being rejected from mainstream mental health services and falling between 

service gaps.  One carer described “They’re doing an assessment, but they said, “We don’t have 

space. We don’t take people with intellectual disability in the hospital with autism.” Then I go 

“But where are we meant to go?” (Carer 3). 

It’s just a whole system, with the police saying that they won’t help because of The Mental 

Health Act.  Then you go to the hospital and they won’t help because it’s a disability.  I mean, 

that’s just ridiculous.  It’s just like (sic) too-hard basket.  (Carer 1) 

Limited service availability 

Carers reported minimal support from services for referrals to more appropriate services and 

having to find this information on their own.  “We've had to source it out.  We've contacted other 

networks of other carers, just asking them for who they recommend” (Carer 2). 

Carers also highlighted the scarcity of services and barriers associated with acquiring 

these services. 
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I did all the papers for the group home. The group home never happened. They kept saying 

there’s no space, there’s no beds, they won’t take him, he can’t go. The hospital wanted him to 

go, but there was no way to get into the group home. (Carer 3) 

There were also huge costs associated with private services when public services were 

unavailable or unsuitable. 

They really need general anaesthetic, do the x rays, fill in cavities, clean the teeth and come back 

again in a few years.  That’s what they really need.  That’s not covered by the NDIS
1
 or anything.  

If we can’t afford $4000 every couple of years his teeth just rot. (Carer 6) 

One carer also highlighted the difference between children and adult services. 

The access and quality is compromised, it's been that way for a number of years.  While she was 

under 18 the services were fine.  Once they hit 18 they go into a larger pool which services are 

not at all well-resourced enough to cope with the demand.  Once she became an adult it's been 

very, very hard. (Carer 2) 

Difficulty coping 

Contact with mental health services were typically in response to a crisis with the individual with 

intellectual disabilities.  Carers noted a sense of desperation with some families relinquishing 

care when no other options were available. 

By then, my health was gone. So I wrote a letter saying, “You haven’t arranged accommodation. 

You’ve had 18 months to do so. I’m too much at risk. I will not be picking him up.” That was 

that. Otherwise – I say to everybody, and I mean it – you’re coming to my funeral. I wouldn’t be 

here. (Carer 4) 

                                                 
1
 National Disability Insurance Scheme - a recent insurance scheme for people with a permanent disability to 

provide individualised government funding for reasonable and necessary disability supports 
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Several carers found managing their adult offspring’s presentation particularly difficult as a 

single parent and having limited supports to draw on during these moments of crisis.  Regarding 

her experience with an inpatient mental health ward, one mother commented “No one ever said, 

‘Would you like someone to talk to?’ Never, never in 10 years did anyone offer that to me, a 

social worker, even if I was crying my eyes out” (Carer 1). 

Theme 2: Degree of Collaboration 

In discussing the experiences with services, the working relationship between the carer and 

service provider was an important and memorable aspect of this encounter.  Carers described 

effective collaborative relationships with service providers and clinicians where their viewpoints 

and knowledge about the individual with intellectual disability were valued.  For example, one 

carer described a positive working relationship with a disability service psychologist “So he was 

really good in the way that he informed me and gave me pointers on how to deal with Kevin and 

what he had discussed with Kevin
2
” (Carer 5).  Carers also highlighted the crucial nature of their 

role in ensuring services meet the needs of their offspring with intellectual disabilities. “Yeah, 

I’m very organised now when it comes to paperwork.  If I’m going to a new provider now I’ve 

got it ready to go” (Carer 7). 

However, carers also described poor working relationships with service providers and 

clinicians where they were not consulted with.  One carer described her experience with a 

mainstream inpatient mental health facility as follows “They sectioned him at that point and took 

him up there, and I think he did stay in there. Nothing came back to me. I did make them liaise 

with (private psychiatrist) but there was no feedback, no communication” (Carer 4).  Some carers 

                                                 
2
 Names have been changed 
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described needing to constantly advocate for their needs as well as their offspring’s needs and 

rights.  Some carers also sought action with formal complaints to the service and contact with 

ministers.  Some carers further described instrumental efforts in creating change in mental health 

service provision for individuals with intellectual disabilities.  “One is the neuropsychiatry 

developmental disability health network.  I have been part of that implementation process in the 

last few months and what will come out of that will be models of care” (Carer 8). 

At times, carers held disagreements regarding recommendations or held inaccurate views 

on the roles of professionals.  This seemed to cause conflict leading to carers feeling unheard and 

their expectations of the professional unmet.  For example, one mother commented “Because I 

was asking for the unconventional, for him to be chemically castrated, there was a lot of, from, 

especially even from the psychiatrist, how dare I” (Carer 5). Some carers further noted their 

safety and wellbeing were often ignored. “My frustration, really, was two things. One, they just 

dismissed him and gave no regard to any form of ongoing care, and, two, they had no regard for 

my safety” (Carer 4). 

Theme 3: Positive Impact of Service Provision  

The third theme reflected positive experiences of services.  Carers readily recalled the times 

when a service was responsive, showed expertise in intellectual disabilities, and maintained 

rapport and consulted with carers during the service. 

There were a very good couple of psychiatrists up there in the unit. I had these people on speed 

dial in my phone.  I rang them– I had a query about the amount of PRN I could give him. They 

could hear him in the background.  The next thing they pulled up in a car. It was only 10 minutes 

later. (Carer 4) 
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On her experiences with a disability psychologist, one mother commented “He worked well in 

that sense in being able to discuss in different depths, so he could be on Kevin’s level one minute 

but be on my level the next” (Carer 5). 

Theme 4: Operational and Resource Limitations 

This theme related to carers’ negative experiences with services in relation to service delivery 

and provision, which was captured by two sub-themes.   

Operational limitations and suggestions 

Problems related to how the service was conducted were highlighted by a majority of carers.  In 

particular, carers identified a lack of coordination between services and clinicians. 

I’ve always found the hospital system like that.  It’s not a team, family environment and no one 

got any information.  When he was always admitted as a child, oh, my God, he was there every 

week and they’d still ask me all the questions that they’d asked every time.  (Carer 1) 

Similarly, several carers further reported that the recommendations provided by a 

clinician/professional were impractical.  For example:  

Her (psychologist) crisis management was a piece of paper and some mindfulness and to get him 

to push his feet into the ground and gave me like a bottle of water with glitter in it.  My husband 

wanted to throw that because it was like that is our crisis behaviour support management?  That’s 

it? (Carer 1) 

Some carers described the environment in which the service was delivered to be unsafe for their 

child and expressed worry for the safety of their child. This also extended to in patient settings.  

For example:  
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The nursing staff used to just hide in the office. So, all the patients are just wandering around, and 

the only people that are on the floor are security guards. There’s no clinical staff on the floor. 

(Carer 3) 

In addition, numerous examples of a lack of accountability of services were offered.  Carers 

reported ineffective feedback processes, particularly with group home settings in response to 

complaints to the service provider.  For instance “the support workers -some of the things they 

are doing highlight red flags and you try and action a complaint and it will get swept under the 

carpet” (Carer 7). 

 Carers also noted a lack of follow up care and significant delays in services delivering 

what was promised.  On her experience with an inpatient mental health ward, one mother 

commented “there wasn’t a follow-up. They sectioned him, the police came, but that was that. 

Back to my care again” (Carer 4).  Systemic concerns were also reported including the impact of 

high staff turnover. “There’s been huge change in staff and it’s certainly not the same staff now.  

I saw a pretty hopeless situation with the training of service providers and including the mental 

health area” (Carer 8). 

             Some carers offered suggestions on ways systems can be improved to better support 

parents and to improve service operations. For example,  

I think all the medical records should be online. They should all be in one place. If you present to 

a hospital, a doctor should be able to open up a file and find the notes.  I think that would be 

really helpful rather than a thousand times you tell the story over and over.  (Carer 3) 

Resource limitations and suggestions 
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Some carers reported servicers were under resourced and which had a detrimental impact on the 

quality of services.   

When you get in there they do know what they're talking about.  The problem is they're under-

resourced and overwhelmed with the demand, and they're struggling to maintain the day to day 

operation, and getting appointments, following up appointments and getting the paperwork out.  

(Carer 2) 

 For hospital settings, carers suggested the need for more recreational activities for individuals 

with intellectual disabilities whom had been admitted as inpatients in mental health wards.  “I 

think for everybody there needs to be quiet rooms.” (Carer 3). 

Carers also noted better service availability is required in rural areas.  “I’m worried there’ll 

be nothing for people in regional areas where it’s not economically viable for a service provider 

to provide a service there” (Carer 6).  A number of suggestions were offered in relation to 

service resources.  Many suggested the need for training in dual disabilities across service sectors 

which include mental health services, disability services, schools as well as training and support 

to parents.  “They need to have work training, work placement when they’re studying where they 

get used to people with intellectual disability or autism” (Carer 3).  A majority of carers noted 

having to seek out information themselves, relying on support networks for information and 

accumulating knowledge through caring experiences. 

It’s easier now to communicate when you know how to communicate with these service providers 

because if you have no knowledge of anything then you really struggle because you don’t know 

what is going on and what needs pursuing. (Carer 2) 
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 Theme 5: Accommodating Individual needs 

Carers described the importance of service flexibility and willingness to accommodate to their 

son/daughter and their needs as carers.  Both positive and negative experiences were reported.  

Carers described many examples of ways in which service providers utilised person centred 

approaches and made reasonable adjustments to suit the needs of their offspring. For example,  

He’s happy to go into his psychiatrist’ office because it’s just an office and it’s fun.  She always 

draws pictures for him; it’s social so he doesn’t mind it there.  So he doesn’t really view that as a 

medical appointment.  Anywhere else he’ll get the (fight or) flight reflex and he’ll run away.  

(Carer 6) 

Some carers offered suggestions on ways to improve person centred practices. For instance,  

You can have different models of care. You can have a model of care for people who have greater 

need because of their mental condition and you can formulate to have a team system, or you can 

just rely upon, as my son is doing, and just having a psychiatrist and a mental health nurse.  (Carer 

8) 

On the other hand, an equal number of examples were given regarding ways in which services 

were not flexible to the needs of the individual with intellectual disabilities and their families. 

One carer described “they don’t get you can’t just make a person with intellectual disability wait 

because you’re running late or you’ve put somebody before them” (Carer 6).   

Theme 6: Limited Service Expertise 

Carers described experiencing limited expertise in dual disabilities from a variety of services and 

professionals.  For carers whom accessed mental health services, many instances of uncertainty 

regarding the diagnosis of the individual were given.  For example,  
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Because autistic is his diagnosis – the psychiatrist was toying with the label ‘Schizophrenia’ 

without actually wanting to come out and say it, which I believe that he was, and it was out of 

control because he was behaving really quite strangely and had been for a while. (Carer 4) 

There were also examples of diagnostic disagreements between clinicians.  One carer noted,  

In the beginning, when he was about 12, he was diagnosed with Schizophrenia, Depression and 

Anxiety and we were under another psychiatrist privately until he was transferred to the dual 

disability team.  That psychiatrist said ‘no it’s not mental illness, it’s actually Autism’. They really 

don’t know.   No one can give us a straight answer. (Carer 9) 

Moreover, carers perceived a range of services including mental health, disability and 

accommodation services to lack expertise in intellectual disabilities and mental health concerns 

in accord with current national policies.  Notably, some carers complained of a lack of 

comprehensive mental health assessment.  

I think I’ve just in the last six months experienced where he just really doesn’t fit or the system 

doesn’t really support not only people with a disability or understand that their mental illness may 

present differently to the standard norm of textbook mental illness.  (Carer 1) 

Not surprisingly, improving the availability of specialist services for individuals with intellectual 

disabilities was often suggested by carers. 

We need special facilities and special wards for people with an intellectual disability, and that’s 

what I’ve been lobbying for the last seven years.  We need special units, special wards, and 

specially trained staff. (Carer 3) 
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Discussion 

The aim of this study was to explore family carer experiences with services received by 

individuals with dual disabilities and gain insight into their experiences with a range of mental 

health professionals across mainstream and specialist service settings.  Overall, carers described 

more examples of negative and challenging experiences with services. Mainstream services were 

typically described as lacking in expertise in dual disabilities and often failing to meet the needs 

of the carer and person with intellectual disability.  

 Although the majority of carers experienced instances of both collaboration and barriers 

with service providers, effective collaborative relationships were mainly achieved following 

carer advocacy.  Carers appreciated being heard but expressed dissatisfaction when they were not 

consulted by service providers.  Instances of collaboration were outweighed by instances where 

carers’ roles as experts were being ignored.  A similar finding was reported in a large scale UK 

study in a hospital setting where although the majority of staff reported involving carers to 

provide a sense of familiarity, act as interpreters of patient communication, prevent ward 

disturbance and serve as a key informants, they did not perceive them as experts and 

collaborative partners (Tuffrey-Wijne et al., 2013).  Similarly, another qualitative study 

investigating carers’ experiences with mainstream mental health services reported carers feeling 

unheard (Donner, Mutter & Scior, 2010).  These findings are in contrast with current 

recommendations by international practice guidelines, where collaboration and valuing the role 

of carers in servicing individuals with intellectual disabilities is considered essential to best 

practice (e.g., National Institute for Health and Care Excellence, 2016).  Nevertheless it should 

be noted that at times, dissatisfaction of services can be attributed to unrealistic preconceived 

ideas of the role of mental health professionals and nature of service provision.  For instance, 
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some carers sought professionals with specific views on how their child should be best helped 

and experienced dissatisfaction when professionals’ recommendations differed from their views.  

Disagreements also arose between carers and professionals when there were conflicts between 

protecting the rights of the individual with intellectual disability and respecting the carer’s views 

on what was best for their child.   

Carers also noted many operational and resource issues impacting on service availability, 

access and quality.  Carers frequently reported a shortage of specialist services in dual 

disabilities and often expressed dissatisfaction with received services.  Common criticisms 

related to accessibility and quality of such services as a result of service scarcity.  Similar carer 

experiences have been reported in other qualitative studies (e.g. Donner et al., 2010; Wodehouse 

& McGill, 2009) where many difficulties in accessing mainstream mental health service have 

been found.  A data linkage study in Australia also found an under-representation of people with 

an intellectual disability in ambulatory mental health settings that may be reflective of 

difficulties associated with service access (Howlett, Florio, Xu, & Trollor, 2014).  This issue has 

previously been reported by Bennett (2013) where the dichotomising of mental health and 

disability services Australia has resulted in a lack of expertise in dual disabilities resulting in 

these individuals falling between service gaps.   

  In addition, uncertainty regarding their offspring’s diagnosis coupled with a lack of 

information on where to go for help resulted in feelings of disempowerment and vulnerability. 

These findings parallel those of a large scale study with Australian carers supporting a family 

member with a disability at home.  Carers expressed the need for information on services 

available to them and in relation to future support needs for their family members with a 

disability (Burton-Smith, McVilly, Yazbeck, Parmenter & Tsutsui. 2009).  A lack of carer 
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support and access to information was also reported by carers in the UK in relation to health 

services for individuals with intellectual disabilities (Ali et al., 2013).   

Accounts of positive experiences with services were also reported.  For instance, carers 

appreciated flexibility in service delivery and utilisation of resources to make their offspring feel 

at ease and receptive.  Some carers further described experiences of effective collaboration with 

professionals and feeling their needs were being responded to.  Carers also identified positive 

experiences with services which were aligned with best practice standards.  Respecting the role 

of the carer and working in collaboration, awareness of policies and best practices governing 

service supports with individuals with intellectual disabilities, utilisation of person centred 

practices and accommodating to individual needs were all highly valued by participating carers 

and are consistent with best practice.     

Study Limitations, Strengths and Implications 

This study adds to our understanding of the experiences of carers with mental health and 

disability services in Australia.  This study is one of a few qualitative studies investigating parent 

carer experiences with adult disability and mental health services as well as experiences with 

psychological services.  However, a number of limitations need to be acknowledged.  First, the 

study was based on a small sample; hence findings cannot be generalised to all carers and is not 

representative of all adult disability and mental health services in Australia.  Additionally, given 

the study utilised a convenience sample, most carers may have reported strong opinions 

regarding their experiences with services and hence the possibility of self selection bias may be 

present.  In addition, no internal validity of the coding framework was ascertained for this study.  
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Findings may also not generalise across other countries with different mental health service 

models.   

In terms of clinical implications of these findings, it is recommended that family carers be 

consulted by service providers at all stages of the service.  The negative experiences reported by 

carers suggest their unique role were not always valued by service providers.  Carers play a 

crucial role in assisting the individual with intellectual disabilities to access appropriate services 

as well as serving as key informants and advocates.  More is needed to support carers to ease 

their burden and reduce barriers to service access.  One example of an initiative to improve the 

hospital process have been made in the UK with the trialling of a hospital passport which 

identifies the individual’s intellectual disability and support needs to ensure an effective and 

timely service (Blair, 2011).  During mental health assessments, carers typically serve as key 

informants of the individual with intellectual disability.  Carers can also provide valuable 

information regarding reasonable adjustments required to suit their offspring’s needs.  On a 

larger scale, both individuals with intellectual disabilities and family carers could be included in 

the consultation process to review of service models, structures and policies.  Carers also offered 

a variety of suggestions to maximise inclusiveness for individuals with intellectual disabilities.  

Information on available services, including specialist services with expertise in both intellectual 

disabilities and mental health disorders and their referral pathways should be made widely 

available.  At the commencement of new services, it is also recommended that service 

agreements are established between carers and service providers to clarify expectations for both 

parties and to establish channels for accountability early on in the working relationship.   

Limited expertise in dual disabilities in mainstream services and a lack of specialist 

services in dual disabilities were clear themes which emerged from this study.  More resources 
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are required to improve access to specialist mental health services for individuals.  More 

resources should also be invested in training in dual disabilities based on international best 

practice standards.  These could be tailored to suit the needs of families, and a range of 

professions and services within the mental health, disability and education sector.   

Future research could enhance our understanding of the experiences of service users with 

an intellectual disability with mental health services given the paucity of research in this area.  

Future research on whether experiences of mental health services of paid carers differ from those 

of family carers would also assist in identifying the specific needs of each carer group.  It would 

also be worthwhile exploring the experiences of individuals with intellectual disabilities with 

informed consent and decision making within the context of the services received and their 

perceptions in relation to level of involvement of family members and carers.  Larger scale 

studies in relation to both disability and mental health services, and carer ages across different 

cultures would also assist to improve representation of services for users and their carers.  Lastly, 

whether carer and service user experiences of adults differ from those of children services 

requires further exploration.  The experiences of transitioning into adult services from children 

services is also an important area for future research with the aim of improving carer and service 

user experiences during the transition period.  
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